To test the hypothesis that surgeons are more directive than pediatricians in discussions with parents of critically ill children.
INTRODUCTION
Over the last several decades, there has been a substantial shift in medical decision-making from a more paternalistic approach to one that emphasizes patient autonomy. This gradual transition has occurred due to many factors, and, as the pendulum swings, health-care providers find themselves at different points upon its arc. Some argue that we have not gone far enough and advocate for still increasing patient autonomy, 1 while others contend that perhaps the pendulum has swung too far and physicians should once again become more directive in their discussions with patients (i.e., they should lead patients to decisions that they, the physician, feel are most appropriate). 2 While much literature exists that examines this paradigm shift, fewer compositions discuss how this transition has occurred in pediatric medicine. In pediatrics, there too has been a shift, however not a shift towards patient autonomy. Rather, the child's parent, or surrogate decision-maker, has increasing control over decisions. This has been a transition from physician paternalism to parental paternalism, and parents are expected, indeed required, to make decisions for their child based on their perceptions of the child's best interests.
There appears to be a general impression that pediatric medical specialists have embraced this paradigm shift with more enthusiasm than have pediatric surgical specialists, although this has not been formally studied. The aim of this study was to test the hypothesis that surgeons who care for neonates today are more directive in their discussions with parents than are their pediatric medical colleagues.
In order to test this hypothesis, we felt it was important to use as a model a disorder that has no single current standard of care, and to assess how physicians approach discussions with families regarding management. Such a model is necessary because it is likely that physicians focus on the accepted standard of care in treatment discussions if such an option exists. As such, we surveyed specialists caring for neonates with congenital heart disease, and asked them how they discuss management options with parents of infants diagnosed with hypoplastic left heart syndrome (HLHS), a life-threatening disorder for which there is currently no single standard of care. Management options for these children include the Norwood palliative procedure, cardiac transplantation, and comfort measures without surgical intervention. We chose this congenital defect because previous studies have demonstrated that parents and physicians are evenly divided as to what course of management is preferred.
METHODS
We created a directiveness scoring device, which consisted of five positively and negatively worded statements regarding how physicians discuss treatment options with parents of neonates with HLHS, using a balanced Likert four-point scale (strongly agree, agree, disagree, and strongly disagree). We pretested the device on 15 attending physicians at a high volume children's hospital that was not included in the study. From this, we revised the statements with any ambiguity or confusion (see Appendix A for statements included). We summed the responses to the five statements to produce a ''Directiveness score'' ranging from À10 (nondirective) to þ 10 (highly directive). We assessed scoring device performance by the Flesch-Kincaid Grade Level, which assesses readability and has been demonstrated to be both reliable and valid, 6 and Cronbach's a, which tests for internal consistency in question answering. 7 We then incorporated the directiveness scoring device into a larger survey on HLHS that included questions regarding physician demographic information, and mailed the survey to all attending physicians in the sections of Neonatology, Pediatric Cardiology, Pediatric Critical Care, and Congenital Cardiac Surgery at 14 of the largest pediatric cardiac surgery centers in the United States.(Appendix B) We assigned a unique identification number to each physician, and printed the number on a stamped return envelope before mailing. In order to preserve the confidentiality of the respondents, we did not mark the questionnaires themselves with identification numbers. Subsequently, we sent follow-up letters as well as a second copy of the survey via fax to all nonresponders. The University of California, San Francisco Human Subjects Review Committee approved the research protocol.
We analyzed the data using univariate and multivariable linear regression analysis to assess the relationship between physician directiveness score and physician specialty, race/ethnicity, religious affiliation, gender, and years in practice. Analyses were run using Stata Special Edition 7.0 linear regression for survey data (College Station, TX, USA). Statistical significance was set at p-values r0.05.
RESULTS
We sent surveys to a total of 454 physicians who met inclusion criteria, and 257 (57%) responded. The distribution of physicians' specialties was similar in the responder and nonresponder groups with 77% of intensivists (n ¼ 59), 68% of surgeons (n ¼ 23), 55% of cardiologists (n ¼ 110), and 45% of neonatologist (n ¼ 65) completing surveys. Because nearly all intensivists stated that they do not discuss treatment options with parents, this group was dropped from analysis. Of the remaining 198 physicians, 138 (70%) stated that they personally discuss treatment options with parents prior to treatment decisions being made and completed all questions in the directiveness scoring tool, and were therefore the subject of our analysis. These physicians were primarily Caucasian males with a mean of 12 years experience caring for infants with congenital heart disease. Table 1 presents the characteristics of the physicians included in the analysis.
Physicians' scores on the directiveness scale ranged from À10 to þ 7, with an average score of À2.0 and a standard deviation of 4.3. Our assessment of the directiveness scoring device performance revealed a Flesch-Kincaid score of 6.1 (i.e., 6th grade reading level). Further, our analysis of the Cronbach's a for responses to the statements comprising the scoring device yielded an a coefficient of 0.65.
In univariate analyses, specialty was highly associated with the directiveness score. Neonatologists were least directive (mean score À3.39, standard deviation 3.78), followed by cardiologists (mean score À1.73, standard deviation 4.44), and then surgeons (mean score À0.38, standard deviation 4.16). In univariate linear regression analysis, using neonatologists as the reference group, surgeons were most directive (regression coefficient 3.02, 95% confidence interval 0.69 to 5.35, p ¼ 0.01), followed by cardiologists (regression coefficient 1.67, 95% confidence interval 0.13 to 3.20, p ¼ 0.03). Race/ethnicity, religious affiliation, gender, and years in practice were not associated with directiveness score in univariate analyses.
In the multivariable analysis, the association of specialty and directiveness remained. Again using neonatologists as the reference group, surgeons were most directive (regression coefficient 2.70, 95% confidence interval 0.11 to 5.29, p ¼ 0.04), followed by cardiologists (regression coefficient 1.63, 95% confidence interval 
DISCUSSION
This study found that physician specialty was associated with physician directiveness. Surgeons were most directive, followed by cardiologists, when compared to neonatologists. While we did not have power to demonstrate a statistically significant difference between the directiveness scores of the cardiologists and surgeons, there appeared to be a trend towards higher scores among surgeons. Perhaps one explanation of this difference is, as Cassell et al. found, 8 that surgeons and intensivists view their relationship with the patient differently. ''For surgeons, the choice is simple: life or death. Examining the quality of that saved life is beside the point. If the patient has a chance at living, it is wrong, even immoral, to deprive them of that chance.'' They conclude that intensivists tend to consider quality of life more than their surgical colleagues. 8 Our findings suggest that this is true for neonatologists as well.
It is important to note that this topic is complex and there is no clear consensus as to how directive physicians should be. On the one hand, the position of the American Academy of Pediatrics, Committee on Bioethics is that patients, or their surrogate decision makers, have the right to full disclosure of treatment options and should choose for themselves the best option given their own preferences: ''physicians have a duty to respect the autonomy, rights, and preferences of their patients and their surrogates.'' 1 On the other hand, many argue that physicians should be more directive than is their current practice. 2 Multiple investigators have attempted to assess patients' preferences in medical decision-making. [9] [10] [11] [12] [13] [14] [15] [16] [17] [18] [19] [20] [21] These studies found that patients overwhelmingly want full disclosure of information, however attitudes toward who should make medical decisions vary significantly. While most patients desire to work closely with their physicians to make medical decisions jointly, some wish to make all decisions independently, and another substantial minority would rather have their physicians make all decisions regarding their care. It is reasonable to assume that, in pediatric medicine, parents and surrogate decision makers follow a similar profile with widely diverse needs and preferences. When there is such diversity of opinions, physicians must not succumb to the ''tyranny of the majority'' wherein the opinions of those who are in the minority carry little weight. 22 Schneider makes a useful distinction between ''optional autonomy'' and ''mandatory autonomy:'' 2 the ''optional'' form supports the concept that those who wish to make autonomous decisions be given the tools and power to do so, while those who prefer their physician make decisions should be accommodated as well; in opposition, the ''mandatory'' form requires each individual, or surrogate, to make medical decisions and thereby take ultimate responsibility for their own care. It would appear that the clinical investigations support adoption of the former as a general rule.
It has further been argued that because individuals are not able to predict accurately their responses to future experiences, 23 nor the responses of their children, a more directive approach may, at times, be in the patient's best interest. For example, a family faced with a decision to withdraw support from a child who, if she survives, will remain quadriplegic, may overestimate the burdens of such a disability. The family may believe that such a life is not worth living, although many quadriplegic patients live happy and fulfilling lives. In such a case, it may be appropriate for the physician to take a more directive approach with the parents. While family values and preferences must outweigh those of the physician, the physician has a role to play in assisting parents in the decision-making process.
Clinical studies to date, however, have centered on medical treatment decision-making rather than end-of-life decisionmaking. This is a crucial distinction. Physicians certainly have specialized knowledge regarding medical therapies, and therefore it is reasonable for some patients to prefer their doctors make decisions. However, physicians have no specialized knowledge of what makes a life worth living. When patients choose to have their physician decide on which medical treatment is most appropriate, it is assumed that the patient has already decided to pursue either life-prolonging treatment or comfort measures. In life-and-death decisions, this assumption is clearly inappropriate. Further, it has been eloquently argued that a physician's disclosure of his/her personal preferences in such situations may be counterproductive. 24, 25 The physician's personal preferences and judgments may be substantially divergent from those of the parents, and a discussion of what the physician believes he/she would do in a similar situation may have little relevance and may be overly coercive.
There are several limitations to our findings. What physicians say they do and what they actually do in practice may be different; however, such differences should be similar between physicians of varied specialties and, as such, should not have major effects on our findings, which assess differences between physicians of differing specialties. Furthermore, there may be a response bias with physicians who are either more or less directive having a higher response rate; again, such biases would be expected to cross specialties and have minimal effect on our findings. While we were able to demonstrate statistically significant differences between physicians of different specialties, it is difficult to make sweeping statements based on a 138-physician sample size. It is further important to note that while surgeons tended to have higher directiveness scores than cardiologists, this difference did not reach statistical significance, and because the power analysis demonstrated that our data have very low power for detecting any such difference, one must be cautious when drawing any conclusions from this trend. Furthermore, other variable may have reached statistical significance if our sample had been larger. Although the survey was written in simple English (as demonstrated by the Flesch-Kincaid score), a Cronbach's a of 0.65 shows that there was a moderate degree variability within the answers given. Nevertheless, other researchers have presented data with similar a coefficients. 26, 27 Finally, while a response rate of 57% is suboptimal, it is within the range expected for physician surveys, [28] [29] [30] [31] [32] [33] [34] [35] and some investigators have reported survey results with substantially lower physician response rates. [36] [37] [38] [39] [40] [41] Physicians' approaches to medical decision-making vary significantly and are associated with specialty. Because physicians' attitudes towards aggressive medical intervention also vary considerably, with surgeons tending towards more aggressive care, 3, 8, 42 parents may receive information in a skewed manner as those who advocate for more aggressive treatment do so in a more directive fashion than their colleagues. It may be important for physicians, particularly those on the ''front-line'' of care, like neonatologists, to make parents aware of the range of physician approaches in family discussions so that they may anticipate that some physicians may be more or less directive than others.
